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ABSTRACT 
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PERSONAL AND SOCIAL ADJUSTMENT, SELF CONCEPT AND ANXIETY IN 
CHILDREN WITH SICKLE CELL ANEMIA 
Advisor: Dr. Melvin Williams 
Thesis dated April, 1988 
The overall objective of this study is to investigate 
the psychological and psychosocial effects of sickle cell 
anemia as it impacts personal and social adjustment and 
self-concept of school-age children. To attain this 
objective, two groups of children were evaluated: a study 
group of 10 children with sickle cell anemia 
(hemoglobin HbSS) and a comparison group of 10 black 
inner-city school children without sickle cell disease or 
other chronic illness. A static-comparison research design 
was used in the study. Two self report questionnaires were 
utilized as measurement tools. 
The study was an attempt to provide a clearer 
understanding of sickle cell anemia and how this chronic 
disease might affect a patient’s mental as well as physical 
condition. The study further advocates the need for more 
comprehensive research and genetic counseling addressing 
psychosomatic complications. 
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CHAPTER I 
Introduction 
Sickle cell anemia is a chronic, hereditary condition 
found in the offsprings of populations of Africa, Greece, 
Turkey and other Mediterranean countries, India and South 
America. It is most common in blacks, and in the United 
States approximately one of every 600 black babies is born 
with the sickle cell disease. In the United States alone, it 
is reported that more than 50,000 Blacks Americans have the 
disease, which is distinguished from sickle cell trait. The 
carrier state of the sickle cell trait is essentially symptom 
free (Motulsky, 1973). 
Mansfield (1988) reports that sickle cells are 
elongated red blood cell with sharp double points, giving the 
cells a crescent shape rather than the round, disc shape of 
normal red blood cells. The cells resemble the narrow, 
curved blade of a sickle used to cut grass, hence the name, 
sickle cell anemia. These cells tends to plug small blood 
vessels causing obstruction to blood flow and consequent 
tissue damage in different parts of the body. 
The disease can only be transmitted when both 
biological parents are the carriers of the sickle cell trait 
consequently passing the disease to their offsprings. 
Manifestation of the disease varies with the age the patient. 
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Symptoms may show up in the first few months of life, or as 
late as after puberty (Hurtig, 1976). 
The school-age years of psychosocial development can 
be extremely important years for the child with sickle cell 
disease because it is during this time when most children 
formulate relationships in school, independence, self esteem, 
and social acceptance. To successfully master these 
developmental tasks children with sickle cell anemia need 
constant support systems available to help minimize failure 
and to encourage autonomy and independent behaviors. 
The focus of this research is to assess the extent of 
psychological and psychosocial affects of sickle cell anemia 
as it impacts personal and social adjustment, and 
self-concept of school-age children. 
Statement of the Problem 
It is reported by the National Sickle Cell Foundation 
(1981) that there is no known cure for sickle cell anemia 
(HbSS); therefore, throughout life children who are afflicted 
experience a lot of painful vaso-occlusive crises. These 
crises usually occurs when the normal red blood cell becomes 
deoxygenated which results in the cells taking a destructive 
sickle shape. When these sickle cells try to circulate 
through the blood vessels a blockage forms of blood which 
then percipitates pain and swelling. 
There are two additional severe types of problems 
associated with sickling cells that the (HbSS) individual 
faces. First, the child is greatly heightened to the 
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susceptibility of bacterial infections particularly in the 
early childhood years (Edelstein, 1986). The most common of 
these severe infections are pneumonia, meningitis, and 
general sepsis (Attah, 1982). The second problem is 
progressive degeneration of various organs of the body such 
as the spleen, pulmonary system, and the central nervous 
system caused by the impaired circulation. In these 
patients, death may occur through one or a combination of the 
mechanisms already described. 
The crises may vary from one day to several weeks 
despite the practice of "appropriate" health behavior. 
Depending upon the length of the crises, hospitalization may 
be required. Significant problems of the health care system 
include a lack of sensitivity to the psychosocial needs of 
the child with sickle cell anemia (Hurtig, 1976). Hurtig 
(1976) further states that in many settings, especially 
teaching hospitals, children with sickle cell anemia often 
are not followed consistently by the same physician or 
treatment teams. These patients have no continuing advocate 
to guard their rights within the institution. 
Considering the extraordinary psychosocial stresses 
involved with this disease, it is surprising that the study 
of psychological adjustment of children with sickle cell 
anemia has received only scant attention. In the next 
section of this study the purpose and the underlying cause of 
this study is discussed recognizing the need for more 
research in the areas of social and personal development. 
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Statement of Purpose 
The purpose of this study is to investigate the 
psychological and psychosocial affects of sickle cell anemia 
as it impacts the personal and social adjustment, and self 
concept of school age children. In the past, treatment of 
sickle cell disease has been supportive and limited to 
symptoms attempting to alleviate pain of combat infections of 
the disease itself (Conyard, Dosek, and Krishnamurthy, 1980). 
Kumar (1976) reports that a chronic illness such as 
sickle cell anemia with its frequent acute episodes might be 
expected to affect a patients mental health. Sickle cell 
anemia projects many stresses such as repeated 
hospitalization and unpredictable physical complications. 
Smith (1982) also contends that individuals in crises are 
brought more frequently to emergency rooms where they are 
treated impersonally by low status health professionals. 
These children are possibly placed in a open ward where 
there are violations of privacy and further treated with 
least efficient services. This may be the result of the 
hospital staff's unawareness of the diagnosis, treatment of 
the disease, or the complications surrounding the crises 
state. Smith (1982) further states that because of these 
persons proneness to describe social psychological symptoms 
in somatic terms, they are surgically operated upon beyond 
expectation. For these reasons it is highly conceivable that 
there is a close association between hospitalization and 
death, and the anxiety level is likely to be high when the 
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child with sickle cell is frequently hospitalized. 
Based on the severity of the disease, children are many 
times unable to attend school regularly and participate in 
tedious sport or activities. Many of the children are aware 
that something is happening to them realizing that they are 
sick more often than their peers. They are then exempt from 
social interaction with systems that are important for proper 
growth and development. It is then crucial for the child with 
sickle cell anemia to understand and know how to mentally 
manage the stressful crisis and non crises state. 
It is therefore significant that personal and social 
adjustment, and self concept be empirically studied so more 
comprehensive care can be administered toward the 
psychosomatic complications experienced by the school-age 
child with sickle cell anemia. 
CHAPTER IT 
Review of Literature 
Sickle cell anemia, like other chronic childhood 
illnesses, makes it more difficult for a individual to learn 
to function independently for it creates longer and more 
intense psychological dependency on adults or primary 
caretakers (Whitten & Fischhoff, 1974). It is further stated 
by these authors that traditionally, consideration of the 
psychosocial effects of a chronic illness tends to be limited 
to the effects of the disease on those who have it and their 
families. In sickle cell anemia, however, that approach 
would yield an incomplete treatment of the subject. 
In association with the national effort to educate, 
test, and counsel people about the sickling gene, there are 
emerging programmatic features that have psychosocial 
dimensions, features that can have profound adverse impact on 
not only patients and their families but on society at large. 
The review of literature focused on the history, 
research, and empirical studies available in the areas of 
psychosocial and psychological impact of this dread disease. 
This repertoire of variables includes personal and social 
adjustment, self concept, anxiety levels, coping and family 
dynamics. 
History 
In tracing the historical discovery of sickle cell 
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anemia, Fleming (1982) states that there is some evidence 
that sickle-cell disease had been recognized in Africa by 
blacks Africans long before the earliest description in the 
medical literature at the beginning of the twentieth century. 
Much of this evidence comes from ethic groups in Ghana 
(Konotey-Ahula, 1974). There were many symptom descriptions 
of sickle cell anemia made by the people of the Twi, Ewe and 
Ga tribe in Ghana. One distinct description was made by a 
family belonging to the Krobo tribe where Dr. Knotey-Ahula 
was able to help the parents trace the existence of the 
disease back through nine generations as late as 1670. 
However, there was no research performed to support this 
data; therefore, the medical causes and effects were not 
explored. 
The first full documented description of sickle cell 
disease in the United States was in 1910 when, Dr. James B. 
Herrick of Chicago described the case of a 20 year-old West 
Indian professional student with leg ulcers, anemia, joint, 
and abdominal pain and a "large number of thin sickle shaped 
and crescent-shaped" red blood cell (Herrick, 1910). Followed 
by Herrick were other clinical observations and significant 
contributions to the medical awareness of sickle cell 
disease. Diggs and Ching (1934) established the first 
detailed post-montem report on patients with sickle cell in 
the United States (Knox, 1982). Knox (1982) further contends 
that by the mid 1940s it was clear that there were two 
classes of individuals whose red blood cells sickled, (1) the 
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asymptomatic individuals with sickle cell trait and (2) the 
patients with symptoms and sickle cell disease. As 
previously stated, sickle cell anemia is probably one of the 
most common long term illnesses known among Afro-Americans, 
and it is estimated that 1 of every 600 black Americans is 
born with the disease. However, it was not until May 3, 
1972, when Congress passed the National Sickle Cell Disease 
Control Act. This was the first legislation which provided 
authority to establish education, information, screening, 
testing, counseling, research, and treatment programs for the 
disease (Manley, 1984). 
Personal and Social Adjustment 
A genetic condition is usually a permanent one, one 
without a cure. As with sickle cell disease its chronic 
nature can threaten people at different life stages of 
development (Weiss, 1981). The acceptance of a chronic 
illness depends upon a combination of factors including the 
individual’s homeostatic adaptive mechanisms, the extent of 
residual disabilities, familial supportive help, knowledge of 
the illness and resources available with the community that 
would help the individual adjust (Alleyne, 1975). 
Based on the hypothesis that children with sickle cell 
anemia experience difficulty in mastering the normal 
developmental task of childhood because of the 
characteristics of their disease. Morgan and Jackson (1985) 
examined body satisfaction, depression and social withdrawal 
in 24 children with sickle cell anemia. They were compared 
9 
to 24 healthy children matched on sex, race, age, and 
socioeconomic status. As predicted the sickle cell anemia 
patients reported less satisfaction with their bodies and 
more symptoms of depression than their healthy peers. In 
addition, they were found to spend less time in social and 
nonsocial activities. These results supported the hypothesis 
that children with sickle cell anemia are at risk for 
psychosocial adjustment. The self-concept of children with 
sickle cell anemia may be unhealthy because of the emotional 
trauma of the disease. 
Self-Concept 
There are three key elements that every individual 
possesses. These are images, ideas, and feeling. These 
elements make up what is call self concept (Fream, 1986). 
Self-concept is defined as the characteristics and attributes 
one applies to oneself. Freams (1986) further contends that 
because one's self concept affects perceptions and attitudes, 
it also colors interaction with the environment and with 
other people. The National Association for Sickle Cell 
Disease (1987) reports that a child with sickle cell may have 
some negative feelings about having the disease. This could 
cause the child to become very dependent upon family members, 
wanting special attention and having others do everything for 
them. The child easily can begin to feel sorry for himself, 
and as a result he can become low in spirits and want to 
withdraw into himself. 
Most children feel that they are "different" from other 
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children and may act out these behaviors by being angry and 
irritable or perhaps always ready to fight or argue with 
their family members, school peers, and friends. 
Kumar, Powars, Allen, and Haywood (1976) conducted a 
study examining anxiety by comparing 29 sickle cell anemia 
school-age children with 26 of their peers, selected randomly 
from the public school system. The authors found that the 
school-age children with sickle cell anemia did not differ 
from the comparison group in overall adjustment and were less 
anxious. They did however, display poor self concepts. In 
addition, they were more withdrawn and had poorer social 
skills, as indicated by the two subscales of the instrument 
used to assess adjustment. 
The study was designed to further investigate the 
psychological and psychosocial functioning of sickle cell 
anemia in school-age children in comparison to that of 
healthy school-age children of the same sex, age and race. 
Coping 
Whitten & Fischoff (1974) reports that when painful 
crises occurs the child with sickle cell anemia may be unable 
to attend school. If this occurs frequently enough and home 
tutoring is not available, the child's academic performance 
can fall below that of his classmates, thereby threatening 
his or her sense of self worth. Absences can be frequent 
enough to lead to actual failure. 
Pless & Pinkerton (1975) investigated the relationship 
of family environment, life stress, coping, self-esteem, and 
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locus of control to psychosocial adjustment. The study 
population included 22 school-age children and adolescents 
with sickle cell disease being treated by the Division of 
Pediatric of Medicine of Case Western Reserve University 
School of Medicine. The sample of 17 males and 16 females 
between the ages of 8 and 16 were studied. About one-fourth 
of the families received welfare benefits and over half were 
single parent families. All subjects were free of other 
chronic illness or major systemic, non-sickle cell related 
disorder. Each child and parent were assessed on these 
measurement scales: The Family Environment Scale, Child 
Behavior Profile, and Stressful Life Events Checklist. 
School progress was assessed through records of grades and 
progress of the child’s overall performance in school. The 
study was designed to define the correlation of positive 
adjustment in children with sickle cell disease. 
The finding suggested that children with sickle cell 
anemia who have internal locus of control may also perceive 
their disease as subject to their control, and thus may be 
more active in coping with the disease. The study further 
revealed that more cohesive families may be better in 
providing supportive family contexts which enhance the 
chronically ill child's overall adjustment. Moreover, a 
child who experiences his family as more cohesive may be 
better able to participate in activities outside the family 
and thus cope more effectively with disease related stress. 
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Anxiety 
Anxiety can manifest itself in a variety of ways with 
children suffering with sickle cell disease. Among them are 
daydreaming, nightmares, withdrawal, and rebelliousness. 
Children may express anxiety directly through symptoms such 
as shyness, clinging, overdependence, or social isolation 
(Schuster & Ashburn, 1986). 
Conyard, Krishnamurthy, and Dosik (1980) investigated 
the behavior patterns of 21 adolescent with sickle cell 
disease. Of these 21 patients, 16 had sickle cell anemia (SS 
disease) , and 5 had sickle cell hemoglobin 
(SC Disease) . Using a 3-point scale, a hospital social 
worker, a parent, and a school teacher rated each patient on 
the basis of leadership, mental response and communication, 
relationship with peers, relationship with teachers, 
adjustment to school, participation in school activities, 
independence, reaction to suggestion and constructive 
criticism, responsibility, reaction to own illness, realness, 
and attendance records. 
The researchers reported that, in general, all the 
patients performed poorly and were prone to isolation and 
anxiety levels were very high. Many withdrew from normal 
relationships with peers in school as well as with family 
members. Others recognized emotional problems including poor 
self images, depression, nonverbalization, and preoccupation 
with death. The researcher also reported that the patients 
with sickle cell anemia (HbSS) and those with sickle cell 
13 
traits seemed to show little or no difference in performance. 
Based on the literature review the methodological 
weaknesses of this study are many. Apparently, no 
statistical analyses were used in evaluating the finding, 
Rather, the results were derived only by averaging the rating 
of the three evaluators. The study includes no standardized 
measures for evaluating emotional or behavioral problems, or 
both, and the author do not explain their method of 
evaluation. 
In summary, the literature on the psychosocial effect of 
sickle cell disease is certainly not extensive, but it has 
much in common with the chronic illness literature generally. 
Inquiry regarding many other diseases, however (e.g., cystic 
fibrosis), surpasses sickle cell in the following ways: the 
number of research studies, increased education and improved 
clinical care, sustained interest on the part of 
professionals, greater appreciation of the effects of the 
disease on the child’s psychosocial life, and the evolution 
of new, dramatic techniques to study how children cope with 
the stresses of chronic illness. 
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Conceptual Framework 
The conceptual model utilized in the study is the Roy 
Adaptation model which is a system model. In this model man 
(i.e., denoting mankind) is the focal point of development. 
Man is defined as a living system who is constantly 
interacting with environment; and the interchange is an 
essential factor underlying the system's viability, its 
reproductive ability or continuity, and its ability to change 
(Roy & Roberts, 1981). Man is constantly interacting with 
the environment attempting to maintain or obtain a level of 
organization and/or equilibrium. In man's interchange with 
the environment four decisions are possible when confronted 
with a stimulus. alter self, alter the environment, withdraw 
from the environment, and alter the desirable state ( Roy & 
Roberts, 1981) . 
Man is composed of three integral components: the 
adaptation level, the primary functional subsystem, and the 
secondary effector subsystem (Roy, 1976). The adaptation 
level is composed of focal, contextual, and residual stimuli. 
The primary functional subsystem consist of the regulator and 
the cognator. The secondary effector subsystem is composed 
of the four adaptive modes (i.e., physiological needs, 
self-concept, interdependence, and role function). The 
integration of the two subsystem allows man to adapt to his 
environment. The discussion of these subsystem and the 
adaptation will proceed in this sequence: secondary effector 
subsystem, primary functional subsystem, and adaptation level 
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The secondary effector subsystem consists of the four 
adaptive modes: physiological needs, self-concept, 
interdependence, and role function. These modes are the 
effectors of adaptation. The first adaptive mode is 
physiological needs. It is defined as the physiological 
functions performed by the body to meet the requirements for 
such things as fluid and electrolytes, exercise and rest, 
nutrition, elimination (i.e., urinary, gastrointestinal, 
perspiration), oxygen and circulation, temperature, sensory 
regulation, and regulation of the endocrine system. 
The second adaptive mode is self-concept. It is defined 
by Roy (1976) as "the composite of belief and feeling that 
one holds about oneself at a given time" (p.6). These 
feelings and beliefs are formulated from one's perception of 
others' reactions to him. The behavior of an individual is 
directed by his feelings and beliefs. The self-concept mode 
embodies two integral parts: the physical self which deals 
with body image, and the personal self which consists of the 
moral-ethical self, self-consistency, and self-ideal/self 
expectancy. 
The third adaptive mode is interdependence. Roy (1976) 
defines this mode as the comfortable balance between 
independence and dependence in relation to other people. It 
involves the relationships and support system that one has 
developed with significant others. The purpose of this mode 
is for one to establish a relationship with another in order 
to give and receive nurturing. This interaction has the 
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characteristics of protecting, caring, closeness, physical 
contact, recognition, praise, and approval (Roy, 1976). 
Man strives to maintain psychic and social integrity by 
meeting needs of nurturance and affection (Roy & Roberts, 
1981) . 
The fourth adaptive mode is role function. Roy (1976) 
defines role function as the performance of tasks based on 
given positions in society. The role that one plays is 
always in a dyadic relationship with another person. The 
performance of a role depends on and results from the 
interaction with another in a given situation. There are 
three types of roles—primary, secondary, and tertiary. 
The primary functional subsystem of man consists of the 
regulator and cognator. The regulator receives either 
positive of negative input from the internal and external 
environment. The regulator acts primarily in a physiological 
manner. An example is when the body gets hot, the regulator 
responds by causing the body to sweat and therefore raises 
the body temperature. 
The cognator receives positive and negative inputs from 
the internal and external environment. The input are 
psychological, social, physical, and physiological factors. 
The cognator processes input via four functions: perceptual 
information processing/learning, judgement, and emotions. 
The regulator and cognator work in coordination with 
each other; they are linked together by the process of 
perception. Inputs into the regulator are transformed into 
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perceptions. Perception is the process of the cognator (Roy 
& Roberts, 1981). Perception becomes input which is fed back 
into the primary functional subsystem and is manifested in 
each adaptive mode to promote goals of adaptation ( i.e., 
survival, growth, reproduction, and mastery). 
The last integral component in the person's adaptation 
to the environment is the adaptation level. It is the 
summation of all three stimuli—focal, contextual, and 
residual. The focal stimulus can be physical, physiological, 
psychological or a combination of these. The contextual 
stimuli is characteristically stimuli which contributes to 
the stressful circumstances. The contextual stimuli may vary 
in intensity, may be positive or negative, and may be 
internal and external environment. The residual stimulus is 
characteristically similar to both the focal and contextual 
stimuli, but it differs because its effect on the situation 
is not quantifiable or measurable. Examples of residual 
stimuli are beliefs, attitudes, previous experiences, and 
traits. The adaptation level of man is a state of dynamic 
equilibrium. 
The integration of man's adaptation level along with the 
primary functional system and secondary effector subsystem 
allows man to adapt to stressors in his environment. When 
stressors occur man identifies the focal, contextual, and 
residual stimuli. The input is taken into the system via the 
primary functional subsystem. The regulator works primarily 
through the physiological need mode. The cognator works 
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primarily through the self-concept, interdependence, and role 
function modes. Through the collaboration of these two 
subsystems, coping mechanisms emerge to deal with the 
situation. Roy (1976) defines coping mechanisms as the 
"arrangement of routine, accustomed patterns of behavior to 
deal with daily situations as well as produce new ways of 
behaving when drastic changes defy the familiar response". 
As a result man responds either in a adaptive or maladaptive 
way. The adaptive response allow man to maintain 
physiologic, psychic, and social integrity. Conversely, the 
maladaptive response leads to the disruption of the integrity 
of the individual. 
The self-concept, anxiety level, and personal and 
social affects of sickle cell anemia is a psychological 
phenomenon. The occurrences of crises are attributed to 
sociopsychological, physical, and environmental factors. 
These factors may include depression, family disputes, peer 
disapproval, overexertion, hydration, and infection. The 
factors act as focal stimuli at one time or another in an 
individual's life. The contextual factors that serve as a 
background for the focal stimulus are nutritional status, 
rest exercise, life span of erythrocytes, family and peer 
support, and others. The residual stimuli may be identified 
as previous crises experiences and health behaviors, as well 
as attitudes and beliefs about health. The combination of 
these stimuli formulate the adaptation level. 
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Definition of Terms 
For the purpose of this study the following definition 
of terms were used. 
1. Sickle cell anemia is a genetic disease that is 
defined by the genotype homozygous SS (Hb-SS). The condition 
resulting from the inheritance of two abnormal allelemorphic 
gene controlling the formation of the B chain of hemoglobin. 
2. Sickle cell trait (Hb-AS) is the inheritance of one 
normal gene controlling the formation of the B chain of 
hemoglobin and one sickle gene. 
3. Sickle cell crisis is defined as the sickling of 
erythrocytes in the vascular system, especially the 
microvasculature, which results in infarction, necrosis and 
dysfunction of the affected tissues or organ(s) and pain 
in the affected body part. 
4. School-age children refers to the period of 
psychosocial development that begins at about the age of 8 
and ends when the child enters puberty. 
Statement of Hypothesis 
Because of the multivariate nature of this study, each 
of the independent variables will be linked with the 
dependent variable (Sickle cell anemia) to produce two 
separate hypothesis. 
Hypothesis I: There is no significant difference in the 
personal and social adjustment of children diagnosed with 
sickle cell anemia than those who have no chronic illness. 
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This chapter describes the basic foundation of the study 
in terms of research design, sampling, data collection 
procedure, and analysis of the data. 
Research Design 
A static-group comparison design was used in this 
investigation. According to Campbell and Stanley (1963) some 
research is based on experimental and control groups but has 
no pretest. The relationship between the two variables can 
be assessed and compared by using the static-group comparison 
design. The researcher proposes to compare the psychological 
and psychosocial affects between children with and without 
sickle cell anemia. 
Procedure 
One week prior to obtaining the sample the investigator 
obtained a list of clients diagnosed with the genotype 
(HbSS) sickle cell disease from a non-profit organization 
located in Atlanta, Georgia. 
The selection of the patients were based upon age range 
and geographic location. 
The initial contact with the participants and his/her 
parent(s) was via a telephone conversation/interview. During 
the interview the purpose of the study was explained, and it 
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was stressed that the psychologic examination was optional 
and contingent on the willingness of the parents to allow 
their children to participate in the project. 
Once the parent(s) and school-age child agreed to 
participate in the project, the researcher established a time 
and date for the home visit. The parent(s) and child were 
informed that the length of time need to complete both 
questionnaires was approximately 40 to 45 minutes. The 
home visit entailed reiterating the purpose of the study and 
addressing any questions of the subject and parent(s). The 
researcher also explained to the participants and the family 
that the results of the project would be presented to Atlanta 
University and are under its auspices. After obtaining 
consent, administration of the questionnaires ensued. 
The same procedure was utilized with the normal group sample. 
The sample population contained 20 black inner-city 
school-age childrens between the age range of 8 and 13. The 
sample population was divided into two groups. These groups 
were called the patient (experimental) and the normal 
(control) group. 
Sampling 
1. The patient group contained school-age child with 
the genotype HbSS (sickle cell disease) who ranged from 8 
years, 4 months to 13 years, 3 months. The patient sample 
was obtained from the Sickle Cell Foundation of Atlanta, 
Georgia, which provides public screening, testing, and 
counseling the general public and sickle cell clients. This 
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sample was taken from a group of 18 school-age children with 
HbSS within the stated age range. 
The subjects did not include the clients with other 
sickle cell diseases such as B-thalassemia, HbSC disease or 
any other combination of the sickle cell traits. There were 
6 girls and 4 boys in the patient group. Most patients 
examined had not began their pre-pubertual growth spurt and 
were smaller in stature and less developed than the 
unaffected peer group. No patient was included who had been 
hospitalized during the prior 6 months period. The aim of 
using this exclusion were (1) to avoid acute anxiety 
responses to current or recent pain and (2) to evaluate the 
"steady" anxiety and self concept state. 
2. The normal group was made of a group of school-age 
children of the same age range, and ethnic background. The 
control group sample did not possess the sickle cell gene or 
any other chronic disease. All of the children lived in a 
lower middle income environment within the inner city of 
Atlanta, Georgia. 
Ten school-age children was selected to participate in 
the project. The children and parent(s) were verbally 
interviewed to obtain the parental consent to administer the 
questionnaires. The parent(s) was informed of the nature of 
the study and that their children would constitute a normal 
group of children for the comparison with a group of children 
suffering form a chronic illness. The length of time needed 
to administer the questionnaires was discussed, and a date 
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and time was established for the home visit. Prior to 
testing, the researcher verified with the parent (s) that the 
participants had not been sick or hospitalized during the 
prior 6 month period. 
The instruments utilized to collect the necessary data 
were the Pier-Harris Children's Self-Concept Scale and the 
California Test of Personality. The Piers-Harris 
questionnaire collected the data on self-concept and the 
California Test of Personality measured the personal and 
social adjustment. 
Instrumentation 
1. Piers-Harris Children's Self-Concept Scale. This 
instrument, a self-report questionnaire, is designed to 
assess how children and adolescents feel about themselves. 
Self-concept is defined in this tool as a description and an 
evaluation of one's own behavior and attribute (Piers & 
Harris, 1984) . 
The Presentation format is a four page booklet with 
statements that tells how some people feel about themselves. 
The response requirement is that the person indicates whether 
each statement applies to them by circling either yes or no. 
The use of this scale is for children in grades 4 through 12 
and completion takes approximately 20 to 25 minutes. 
This self report questionnaire is developed as a 
research instrument to provide a quantitative, self-report 
measure of children self-concept (Piers & Harris, 1984). 
Piers and Harris (1984) further states that this instrument 
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can be used as an aid to individual assessment in a variety 
of clinical and counseling setting. Typical setting include 
outpatient clinics, inpatient units, residential treatment 
centers, and general classrooms (Piers & Harris, 1984). 
The Piers-Harris scale also provided six cluster scales 
as an aid in clinical interpretation: 
1. Behavior 
2. intellectual and school status 
3. physical appearance and attributes 
4. anxiety 
5. popularity 
6. happiness and satisfaction 
The Piers-Harris scale has not been re-normed since the 
original standardization in the 1960s on 1,183 children in 
grades 4 through 12 from one school district in Pennsylvania 
(Piers, 1984). Reliability studies confirm and expand on the 
results of the original studies. Test-retest reliabilities 
range from .42 to .96, with a mean of .73. Studies 
investigating internal consistency yielded coefficients 
ranging .88 to .93 on the total scale. In another study 
using the scores from the original norm group, the internal 
consistency coefficient for the total scale was .90, with 
the cluster scales ranging from .73 to .81 (Piers & Harris, 
1984). 
Bedell, Giordani, Amour, Tavormina, and Boll (1977) 
hypothesized that life stress is an important factor in the 
psychological functioning of chronically ill children. They 
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investigated the self-concept of 45 chronically ill children 
visiting a 3-week summer camp. The children ranged in age 
from 6 to 15 years. 
The Social Readjustment Rating Scale (Holmes & Rahe, 
1967) was administered and the results were used to divide 
the sample into High- and Low-stress groups. The low-stress 
group was well above average. The types of chronic illness 
were evenly distributed distributed between the high- and 
low-stress groups. Thus, differences between the groups 
reflect differences resulting from life stress and not the 
type of illness per se. When children's scores on the 
Piers-Harris total scale and the cluster scales were 
compared, the low-stress group had significantly higher 
self-concept on the total scores and all cluster scales 
except, anxiety. These results suggest that environmental 
factors influence the psychological adjustment of chronically 
ill children (Piers & Harris 1984). 
2. California Test of Personality. This instrument is 
a multi-level self-administering questionnaire designed to 
identify and reveal the status of certain highly important 
factors in personality and social adjustment (Thorpe, Clark 
& Tiegs, 1953) . 
The Presentation format is a 8 page, 120 item statement 
booklet that addresses the areas of self-reliance, sense of 
personal worth, sense of personal freedom, feeling of 
belonging, withdrawing tendencies, nervous symptoms, total 
personal adjustment, social standards, social skills 
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anti-social tendencies, family relations, school relations, 
community relations, and total social adjustment. 
The response requirement is that the person indicates 
whether each statement applies to them by circling either yes 
or no. The test is used in group administration with 
quantitative scoring based on percentile norms derived from 
approximately three to four thousand school or adults 
education students at each level. Completion of the 
questionnaire required approximately 20 to 25 minutes. 
Reliability data are presented in terms of 
Kuder-Richardson coefficients. The coefficients range from 
.51 to .97 for the subtest and from .88 to .96 for the total 
score (Thorpe, Clark, & Tiegs, 1953). 
CHAPTER IV 
Results and Discussion 
The purpose of this study was to examine the personal 
and social adjustment, and self-concept of children with and 
without sickle cell anemia. Roy's adaption model (1976) 
provided the theoretical framework for this study. The 
sample population consisted of a patient group diagnosed with 
sickle anemia, and a normal group of school-age children of 
the same age range and ethnic background without any chronic 
illness. After consenting to participate in the study, each 
subject completed the self-report questionnaires. The 
purpose of this chapter is to discuss the hypothesis and 
present the results of the finding from the 20 subjects who 
participated in the study. 
The results are summarized in Table I. 
Hypotheses 
Hypothesis 1■ There is no significant difference in the 
personal and social adjustment of children diagnosed 
with sickle cell anemia and those who have no chronic 
illness. 
A two tailed t-test revealed that the personality test 
indicated a non significant difference between the overall 
means of the patient and normal groups on personal and social 
adjustment. Therefore, the null hypothesis was unable to be 
rejected. However, there were three cluster scales which 
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Table 1. Mean, standard deviation, and significance of difference 






Mean SD t ratio Significance 
SELF-CONCEPT SCALE 60.6 7.4 64.4 5.13 1.333 
PERSONALITY SCALES 
Personal adjustments 53.7 9.9 46.5 10.5 2.144 
self-reliance 8.2 1.5 7.2 1.4 1.7556 
sense of personal worth 9.7 1.4 9.7 1.4 0 
sense of personal freedom 9.0 1.6 7.1 1.6 17.186 p<.05 
feeling of belonging 10.0 1.6 8.6 2.2 1.630 
withdrawing tendencies 8.6 1.7 6.0 3.4 2.160 p < .05 
nervous symptoms 8.2 2.1 7.9 4.0 .0211 
Social Adjustments 56.2 8.0 51.3 7.6 2.101 
social standards 10.5 1.0 10.5 1.0 0 
social skills 9.0 1.3 8.6 1.2 .5632 
antisocial tendencies 8.1 1.7 8.0 2.2 .1160 
family relations 10.1 1.5 7.7 2.2 2.441 p .05 
school relations 8.9 1.4 7.7 2.7 .9740 
community relations 9.6 1.2 8.8 1.5 1.341 
GRAND TOTAL 109.9 17.9 97.8 11.0 2.053 
(overall adjustment) 
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showed a significant difference. These were sense of 
personal worth, family relations and withdrawing tendencies. 
The mean and standard deviation of the patient were 9.0 and 
1.6 respectively, and those of the normal were 7.1 and 1.6 on 
the personal adjustment subscale "sense of personal freedom." 
The computed t ratio = 17.186; it is statistically 
significant (p{0.05). Also, on the personal adjustment 
subscale "withdrawing tendencies" the mean and standard 
deviation of the patient group were 8.6 and 1.7 respectively; 
thoses of the normal group were 6.0 and 3.4. The computed t 
ratio =2.160; it is statistically significant 
(p<0.05). On the social adjustment subscale "family 
relations" the mean and the standard deviation of the patient 
group were 10.1 and 1.5 respectively, and those of the normal 
group were 7.7 and 2.8. The computed t ratio = 2.441; it is 
statistically significant (p<.0.05). 
there was no sex difference observed for the total and 
subscales of the personal and social adjustment. 
Hypothesis 2, Sickle cell anemia has no effect on a child's 
self-concept. 
On the self-concept scale, the mean and the standard 
deviation of the patient group were 60.6 and 7.4 
respectively, and those of the normal group were 64.4 and 
5.1. The computed t ratio = 1.333; there was no significant 
difference shown in the self-concept of the patient and 
normal group. Therefore the null hypothesis was unable to be 
rejected. There was no sex or age difference in the scores 
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of the concept in either group. 
Discussion 
It is generally expected by many people that different 
types of chronic disease have somewhat different kinds of 
impacts on the general behavior of the person suffering with 
the disease. It is difficult to speculate whether the causes 
of maladaptive behavior of a patient is due to the disease 
itself or to fears and anxieties acquired due to 
misinformation. 
The results of this study reveal that patients with 
sickle cell anemia are no different from the comparison group 
without sickle cell anemia on self-concept and overall 
personal and social adjustment. However, there were 
differences in sense of personal freedom, withdrawal 
tendencies, and family relations between the two groups. The 
children who constitute the patient group in this study 
demonstrated clearly that they are being motivated either by 
their primary caretaker(s), school officials, or other 
sources of identified authority in the school and in their 
community. As a result the patients show significantly lower 
tendencies to withdraw and felt more comfortable with their 
sense of personal freedom than did the normal subjects. 
The results drawn from this study point to the following 
conclusions : 
Youngsters with sickle cell anemia who have had consis¬ 
tent family support and health care are not different from a 
matched peer group in personal, social, and total adjustment. 
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Their self-confidence are of the same levels as the 
comparison group as measured by these tests. 
CHAPTER V 
Summary and Implication to School Work 
A summary of the study, limitation and implications of 
social work practice are discussed in this chapter. 
Recommendation for further research relative to the variables 
are presented. 
Summary 
Previous chapters of this study has clearly attempted to 
demonstrate that need regarding basic and clinical research 
into psychological issues relevant to sickle cell anemia 
remain largely unmet. It is the understanding of the 
researcher that factors which contribute to the continued 
neglect include racial, cultural and attitudinal issues. 
Consideration of these factors is essential if problems 
regarding research and clinical issues are to be remedied and 
future progress realized. 
The purpose of this study was to investigate the 
personal and social adjustment, anxiety levels, and 
self-concept of school age children suffering with sickle 
cell anemia. The results of this study reveal that 
school-age children between the ages of 7 and 13 with sickle 
cell anemia are no different from the comparison group of 
children of the same ethnic background, socioeconomic status, 
and age range. Results indicated the withdrawal tendencies, 
family relationships, and sense of personal freedom were 
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significantly higher than the control group. However, the 
overall personal and social adjustment indicated no 
significant different between the two groups. 
Limitations 
The following factors limits the generalizations to be 
drawn from the results of this study. 
1. It was impossible to control the severity of sickle 
cell disease. 
2. The sample of school-age children with and without 
sickle cell disease was limited. 
3. The study was limited to the sample. 
Implication to Social Work Practice 
In a developing society in which social planning and 
allocation of social facilities are limited by resources, it 
is difficult for the social services to provide the type of 
support needed by the children and the families of sickle 
cell anemia. However, through increasing educational and 
generic counseling techniques the social worker is urged to 
adopt a generic approach to patients with this disease by 
offering support to both patients and family units in the 
adaptations that are required, attempting to limit the extent 
of educational disruption, anxiety, self esteem, personal and 
social adjustments. Social workers employed through health 
care and community based programs are especially urged to 
advocate the need for more support services addressing 
psychological and psychosocial effects of the disease. It is 
essential that more academic instruction be given on the 
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severity of sickle cell anemia. Whereas the school is 
probably the second best attempt in educating and informing 
the general public about the importance of becoming tested 
for the sickle cell trait. Through these efforts of 
awareness and governmental funding for more comprehensive 
treatment and social services sickle cell anemia can be 
controlled and stabilized. 
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